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The paper describes the evidence on potential effects of specially trained nurses working in primary care for patients with
epilepsy. The method used was a search and review of evidence published from 1992 to 1999. It was found that where nurses
have been trained in epilepsy care, there is good evidence that it is feasible for them to set up and run clinics in family practice.
Where this has been undertaken, there is level I evidence that this is acceptable and satisfactory to patients. Where clinics have
been set up in primary care, there is level I evidence that there has been an increase in the information and advice recorded as
being provided to patients. Structured checklists may additionally prompt service providers to increase the level of information
provided to patients, and this hypothesis is being tested currently. In conclusion, epilepsy nurses can set up clinics for patients
in primary care which are well attended, satisfy patients, and which are associated with better recording of advice given. There
is little published evidence on outcome as opposed to process measures. Trials with adequate sample size and long-term follow-
up are necessary to identify whether nurse monitoring with advice and counselling can benefit patients in terms of epilepsy
self-management in the long run.
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INTRODUCTION
Social scientists1 and self-help groups2 have found
that people with epilepsy report that they have been
provided with too little information and support for
them to manage their condition as well as they would
wish. Initial and continuing care for most people with
epilepsy in the UK is provided by their family doctor,
and this is the source of care they generally prefer3.
Many family doctors report that they lack the time,
and sometimes the expertise to manage patients with
epilepsy4. Specialists in the UK see and evaluate pa-
tients with new epilepsy who are referred by their fam-
ily doctor, and they continue to manage about one in
four patients who have frequent attacks of epilepsy.
In the context of people with epilepsy getting too lit-
tle information and advice, it has been proposed that
some tasks might potentially be undertaken by spe-
cially trained nurses5, 6. Before assessing evidence on
the effect of this innovation, the potential tasks that can
be performed by nurses need to be identified, and their
relationship with family doctors and specialists. The
potential tasks that nurses might undertake include:
(1) advising on the creation of registers of patients
with active epilepsy in primary care, and using
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them to set up and operate call and recall sys-
tems for monitoring patients;
(2) providing advice about the medical and so-
cial aspects of epilepsy. The medical aspects of
epilepsy, include information about the diagno-
sis, tests for epilepsy, its causes, prognosis, drug
effects and side effects, contraception and preg-
nancy. The social aspects of lifestyle manage-
ment include accident prevention, driving, em-
ployment, alcohol, social services and self-help
groups could also be addressed;
(3) counselling, for the life events and difficulties
that are a consequence of the condition with the
aim of the prevention and management of psy-
chological illness;
(4) liaison on behalf of patients with medical pro-
fessionals and social agencies.
In the UK the National Society for Epilepsy and
other groups have trained nurses to a higher level so
that they can work in association with a group of fam-
ily practices and/or in conjunction with a specialist in
epilepsy care. These nurses have gone on to offer day
release courses to nurses in primary care, so that they
can set up clinics in family practice just as they have
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already done for other chronic conditions like asthma
and hypertension. A schematic representation of the
tasks and roles is provided in Fig. 1. We have inves-
tigated and evaluated the potential role of nurses in
epilepsy care, and want to place this work in the con-
text of the literature. The aim of this paper is to review
the evidence for the effects of epilepsy trained nurses
in primary care.
MATERIALS AND METHODS
Literature search strategy
As the idea of nurses with special epilepsy training is
a new one, we made a search of literature published
from 1992 to 1999. The strategy was to include all pa-
pers which used ‘nurses’ and ‘epilepsy’ in the title or
as textwords. The addition of a reference to effective-
ness was not required, as it was unlikely that evidence
would be found using the combined terms. There is
evidence on the effectiveness of special nurses in other
conditions which could have been used to make analo-
gies with epilepsy, but they were excluded. Where
investigators were known to have undertaken recent
work, they were asked for information about unpub-
lished findings and papers which were in press.
The databases used were MEDLINE, Psychinfo,
EMBASE, the Science Citation Index, the Cochrane
database, and CINAHL. Medical Subject Head-
ings (MeSH) were used on MEDLINE, EMBASE and
CINAHL. They included ‘nurse practitioners’, ‘nurse
clinicians’, ‘hospital nursing staff’, ‘primary nursing
care’, and ‘patient care team’. Similar keywords were
used on non-MESH databases. The term ‘epilepsy’
was exploded, so that all types of epilepsy would be
included.
Sackett et al.7 and Griffiths and Feder8 have de-
scribed criteria and a process for weighing up the value
of evidence for clinical practice. The categories are
studies:
I. based on well-designed, randomized controlled
trials, meta-analyses, or systematic reviews,
II. based on well-designed cohort or case control
studies,
III. based on uncontrolled studies or consensus.
These criteria were used in evaluating the literature.
RESULTS
The literature provided useful information on the role
of nurses in epilepsy in four main areas.
1. Advising on the creation of registers of
patients with epilepsy with monitoring in primary
care
In the context of an audit, Taylor and others9 have
shown that primary care teams can create registers of
their patients with epilepsy and monitor them. In a ran-
domized controlled trial Ridsdale et al.10 have shown
that it was feasible for a nurse, with special train-
ing and administrative support, to set up a register in
six general practices. Of 127 patients offered appoint-
ments to see the nurse for advice and counselling about
their epilepsy, 106 (83%) attended. Mills et al.11 of-
fered nurse appointments to 283 patients in seven fam-
ily practices as part of a quasi-experimental trial. One
hundred and forty eight (52%) of the patients attended
a nurse-run clinic. Thapar12 proposed that a structured
approach to care may itself improve the quantity (and
quality) of services provided for people with epilepsy.
He and his colleagues are testing the effect of a struc-
tured checklist in a randomized trial (Thapar personal
communication).
2. Advice
In the USA Diloro et al.13 surveyed doctors’ and
nurses’ perceptions of patients’ need for learning on
specific epilepsy-related topics. Nurses rated the im-
portance of patients’ learning needs more highly than
doctors on all topics. The authors inferred that nurses
may receive greater emphasis in their training on
their role as teachers in preparing patients for self-
management. Scambler et al.14 found that a group
of patients in the UK, who had not seen a nurse for
epilepsy, had high expectations of nurses when they
compared them with GPs and specialists. Patients who
had actually seen a nurse had high satisfaction lev-
els across all domains when compared with GPs and
specialists. The evidence supports the hypothesis that
when nurses have provided advice, and perhaps more
importantly, time, patients have been satisfied with this
new role11, 15.
Mills et al.11 found that patients randomized to the
nurse intervention were more likely than controls to
report never missing taking their anti-epileptic drugs
after the intervention. In our trial10, there was a sig-
nificant increase in the advice given and recorded on
driving, drug compliance, adverse drug effects, alco-
hol, and self-help groups for patients in the interven-
tion group compared with those in the control group.
When patients were interviewed, they particularly ap-
preciated advice given on ‘social’ topics like driving,
free prescription availability, safe use of alcohol, and
employment services for people with disabilities15.
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Fig. 1: The team and its potential roles.
3. Counselling
Instruments such as the Hospital Anxiety and Depres-
sion Rating Scale16 (HAD), have been used in trials of
psychological interventions for other disorders. We17
found that patients who reported an attack of epilepsy
in the prior 6 months were three times more likely
to have depression symptom scores of 8 or more on
the HAD scale, than those who reported no recent
epileptic attack. This suggests that patients with active
epilepsy are at greater risk of depression or borderline
depression. A temporal relationship between recent
epilepsy attacks and patients’ quality of life, depres-
sive symptoms and felt stigma has been confirmed in
other studies18, 19. Without support, physical and psy-
chological problems may become compounded, with
decreasing ability to cope20.
Where nurses with special training are available to
a group of family practices in one locality, it is likely
that doctors will refer patients who have more diffi-
culty in controlling their epilepsy to the nurses. These
people are likely to suffer more emotional symptoms
in consequence of their poorly controlled epilepsy.
This hypothetical association is supported by descrip-
tive evidence from the North of England. Rogers and
Taylor21 reported that since 1988, 122 of 444 (27%) of
patients had been referred to nurse specialists from a
group of family practices in Doncaster. Amongst pa-
tients who had used the nurse liaison service 41 of
111 (37%) had depression scores over 8, while 76 of
296 (26%) of those who had never used the service
had high scores (χ2 = 4.46, P = 0.03). This repre-
sents level III evidence that patients referred to nurse
specialists are likely not only to have more difficulty
controlling their epilepsy, but also to be more severely
affected in terms of their emotional well-being.
In a trial we22 found that patients who were random-
ized to see a nurse had significantly lower depression
scores after the intervention. The group that seemed
to benefit more were those people who had not had
an epilepsy attack recently. This quantitative evidence
may be understood better by examining qualitative
evidence from a subgroup of patients who were in-
terviewed. They commented on the nurses ability to
reduce their fears and anxieties15. A review by Gold-
stein23 of the evidence on the effectiveness of psycho-
logical interventions for people with poorly controlled
epilepsy suggests that when there is a concurrent high
level of psychological distress, the care package will
need to be much more intensive to have a significant
effect.
4. Liaison on behalf of patients with medical,
professional and social agencies
Rogers and Taylor21 and our own group15 found the
nurses liaison role was valued both by patients and
doctors. Beneficial roles identified included on the one
hand reducing the need for follow-up visits with med-
ical specialists, and on the other hand nurses acting
as trouble-shooters providing rapid access to the spe-
cialist where it was necessary. So a better match was
achieved between needs for different levels of care,
and care provided. Where there is more than one spe-
cialist nurse working in a locality, as there was in Don-
caster, nurses were additionally able to provide emer-
gency advice. An increase in the level and availability
of advice such as this might prevent inappropriate use
of ambulance, emergency and inpatient services.
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CONCLUSIONS
Where nurses have been trained in epilepsy care, there
is level I evidence that it is feasible for them to set up
and run clinics in family practice. Where this has been
undertaken, there is also level I evidence that this is
acceptable and satisfactory to patients. Where clinics
have been set up in primary care, there is level I evi-
dence that there has been an increase in the informa-
tion and advice recorded as being provided to patients.
Structured checklists may additionally prompt service
providers to increase the level of information provided
to patients and this hypothesis is being tested currently.
There is level II evidence that patients with poorly con-
trolled epilepsy are at greater risk of a lower quality
of life, more symptoms of depression and feelings of
stigma. This needs to be acknowledged and planned
for if appropriate psychological as well as medical
support is to be provided. There is evidence that nurse-
run clinics may improve the emotional well-being of
some patients. These findings need to be tested in other
studies. There is level III evidence that nurses with suf-
ficient training and time should monitor all patients
with epilepsy annually. Those with poorly controlled
epilepsy require more frequent appointments5.
Understanding the needs of people with epilepsy
in primary care and testing the effect of new in-
terventions designed to help them is an important
and relatively new area of investigation. The evi-
dence reviewed here is tentative. Theories and meth-
ods of measuring outcome require further develop-
ment. Many questions remain unanswered requiring
more exploratory and hypothesis testing research.
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